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A recent message on one of the e-mail bulletin boards sent by a college student 
read, “I believe that the AIDS virus was developed in government labs for the 
purpose of controlling black folks.” In September 1990, Essence, an African Amer- 
ican magazine with a circulation of 900,000, had as a lead article “AIDS: Is It 
Genocide?” ! In 1991, the New York Times” quoted Clarence Page, African Amer- 
ican columnist and Pulitzer prize winner: “You could call conspiracy theories about 
AIDS and drugs fringe ideas, but they seem to have a large following among 
the black intelligentsia. . . . [And] you find it at all levels.” In April 1992, Lorene 
Cary? explained in Newsweek “Why it’s not just paranoia.” In that same month, 
another New York Times article reported: “Bizarre as it may seem to most peo- 
ple, many black Americans believe that AIDS and the health measures used 
against it are part of a conspiracy to wipe out the black race.” 4 In February 1992, 
Science quoted Peter Breggin, director of the Center for the Study of Psychiatry 
in Bethesda, Maryland, as saying that research on violence “cloaks the intention 
to identify problem black children and then... prescribe pacifying drugs.”° 

Although these are contemporary statements, African American suspicion of 
the medical profession has a long history. From slavery times to the present, U.S. 
descendants of Africa have harbored a justified mistrust of medicine and medical 
research. It cannot be simply written off as paranoia or hypersensitivity, with 
incredulous remarks such as “How can they believe something like that?” 

In this paper, I examine sources of mistrust, using historical and contemporary 
examples. I discuss three factors that contribute to the distrust: 1) real abuses 
in experimentation, sickle cell screening, and involuntary sterilization, 2) beliefs 
that the government is responsible for the AIDS epidemic, and 3) real fears and 
anxieties concerning future medical abuses. These real, imagined, and potential 
abuses explain and ground African American mistrust of the medical profession. 
I will show how the mistrust, though justified, harms African Americans and 
obscures the real problem—that of alarmingly poor health, unequal access to 
healthcare, poverty, violence, and lack of job and education opportunities. 


Six Sources of Mistrust 


Slaves as Experimental and Teaching Material 


Suspicion of the medical system in the USA has its origin in slavery medical 
practices. Slaves were sources of medical experimentation and research for doc- 
tors, they were instructional material for medical students, and enslaved albinos 
and Siamese twins were displayed as freaks and sports at medical society meet- 
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ings. Blacks contributed to scientific progress, usually without consent or benefit 
to themselves and sometimes without benefit even to science. Open, deliberate, 
and undisguised medical abuse of blacks was possible because of the slaves’ 
lack of self-determination. In 1800, hundreds of slaves — including 200 of Thomas 
Jefferson’s— were inoculated with smallpox vaccine to test its safety before it 
was given to whites. Painful experimentation on black women resulted in a cure 
for vesicovaginal fistula, a condition that allows urine to escape into the vagina. 
Slave women also played an important role in the perfection and development 
of the cesarean section and the ovariotomy. Although some experiments did 
further science, not all did. One remedy for typhoid pneumonia in slaves was 
to throw five gallons of near-boiling water on the slave’s spinal column. One 
physician, a Dr. Hamilton, experimented on a slave to find out which medica- 
tion would best enable a person to withstand high temperatures. The slave was 
placed in an open-pit oven (constructed to contain the heat) with only his head 
above ground level.*® 

Blacks suspected that white physicians actually killed slaves, or let them die, 
for purposes of dissection. Rumor also had it that “night doctors” stole blacks 
at night for experimentation. (Patricia Turner suggested that rumors and suspi- 
cion are means of dealing with blacks’ fear of harm by whites and are means 
of resistance to oppression and exploitation.) Although there seems to be no 
evidence that slaves were intentionally killed, masters did contribute the bodies 
of slaves for dissections and autopsies. Grave robbers dug up bodies from cem- 
eteries where blacks and poor whites were buried and sold them to medical schools 
for instruction purposes.’° For these reasons, when the Tuskegee syphilis study 
was brought to the nation’s attention in 1972, the suspicion regarding medical 
experimentation was already part of black collective consciousness, and this sus- 
picion has no doubt been an important factor in black survival. For many blacks, 
the Tuskegee Study was just more of the same, experimentation — sometimes pain- 
ful and always without consent. The only thing new was the deliberate decep- 
tion. During slave times, deception was not necessary because the slaves, as the 
property of white slave owners, were powerless. 


The Tuskegee Experiment: A Symbol of Mistrust 


The Tuskegee syphilis experiment began 60 years ago in 1932 and ended in 
1972,"! but its effect on the black community lingers on. Although most health- 
care practitioners and even medical students are now familiar with the infamous 
syphilis experiment, many underestimate the extent to which this event has shaped 
and fed black mistrust of government policies and health professionals. Although 
medical abuses were rampant during slavery times, African Americans look at 
the Tuskegee experiment as a marker or a symbol representing white disregard 
for black lives. The Tuskegee experiment—in which 400 African American men 
participated in a government-sponsored study to find the effects of untreated 
syphilis — was the ultimate proof that white health policy makers indeed deserved 
the mistrust. 

To be sure, this suspicion has at times been fed by inaccuracies. Some African 
Americans believe that government doctors deliberately exposed the infected men 
to syphilis. For example, in an otherwise excellent article, Harlon Dalton claims 
that the “government purposefully exposed black men to syphilis so as to study 
the natural course of the disease.” * The experiment was regularly reported in 
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a number of respected medical journals over the 40-year life of the experiment, 
but no outcry from physicians and medical researchers denounced this serious 
breach of medical ethics. Blacks firmly believe that the Tuskegee experiment could 
not have been conducted on whites. 


Sickle Cell Screening and Good Intentions 


Although the Tuskegee experiment is the most salient symbolic source of black 
suspicion in the twentieth century, the debacle of sickle cell screening in the 1970s 
is another factor that has bred mistrust. For decades, the black community had 
struggled with sickle cell disease, as well as numerous other diseases. Although 
the disease was described in 1910," federal and private funding of sickle cell 
research had a low priority until the early 1970s.1** In an effort to control sickle 
cell disease, large-scale sickle cell screening was initiated. 

One important goal of the sickle cell screening initiatives was to get blacks to 
change their mating behavior, and it focused on carriers to achieve this goal. 
From the beginning, the initiative promoted confusion regarding the difference 
between carriers and those suffering from the disease.” Legislative and National 
Institutes of Health (NIH) educational materials claimed that 2 million black Amer- 
icans suffered from the debilitating disease. Clearly, 2 million people had the trait _ 
but not all were suffering from the disease. Unfortunately, this false information 
was distributed throughout the black community and resulted in a number of 
discriminatory policies. For example, some states required that all black children 
entering school be screened for sickle cell trait, even though genetic counseling 
for six year olds or for their parents could serve no purpose. Other states required 
that prisoners be tested.'®.? Early on, job discrimination became apparent. There 
were suggestions that blacks be banned from serving in the armed services.”°7! 
Implementation of this recommendation would have landed a particularly hard 
blow, because the armed forces have traditionally been important employees of 
African Americans. Airline stewardesses lost their jobs. Insurance rates went up 
for sickle cell carriers, and some companies refused to insure them.” In the 
1970s, there was no treatment or cure for sickle cell disease. 

_As with AIDS today, education and counseling were the only means of address- 
ing the problem. Regrettably, little of either was actually done. Often the only 
advice given to sickle cell carriers was “don’t have children.” Some in the black 
community saw this as an attempt to reduce the black population. Even though 
the screening intentions were good, the initiative, based on erroneous informa- 
tion, led to resentment, mistrust, misunderstanding, and confusion and further 
justified African American suspicion of the medical profession. The sickle cell 
screening programs did a great deal of damage to the black community and to 
race relations. Self-esteem of young black carriers plummeted, blacks were labeled 
and stigmatized; and families destroyed because of issues of paternity.”? At least 
one study found no evidence that blacks changed their reproductive behavior 
as a result of screening and counseling initiatives.”4 


Involuntary Sterilization 


Sterilization initiatives have also added fuel to the embers of suspicion. In the 
1960s, the government began subsidizing family planning clinics. The purpose 
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was to reduce the number of people on welfare by checking the transmission of 
poverty from generation to generation. The number of family planning clinics 
in an area was often proportional to the number of blacks and Hispanics in the 
areas.” Often the family planning resulted in involuntary sterilization. 

In the 1970s, blatant sterilization abuse was exposed. Because the victims were 
primarily black, Hispanic,*°?” and Native American,”® there was clear evidence 
that sterilization had eugenic overtones. There were instances where public assis- 
tance officials tricked illiterate black welfare recipients into having their teenage 
daughters sterilized. Some doctors refused to deliver babies of black Medicaid 
patients unless they agreed to be sterilized after delivery. In one Alabama town, 
at least 11 young girls were sterilized. Ten of them were black, some as young 
as 12 years old. In South Carolina, of 34 deliveries paid for by Medicaid, 18 included 
sterilizations, and all 18 of them were young black women.” One study reported 
that in 1973, 43% of women sterilized in federally funded family planning clinics 
were black women. Finally, the Department of Health, Education, and Welfare 
issued guidelines for sterilization. But these guidelines have not ended the racist 
attitudes that favor a reduction in the black population. In 1981, a Texas legislator 
asked his constituency whether they favored sterilization of women on welfare. 
A majority of the respondents said that welfare benefits should be tied to steril- 
izations.*° Such actions and attitudes arouse African American suspicions that 
family planning efforts are inspired by racist and eugenic motives, designed to 
weaken or eliminate blacks as a race. 


Attitudes about AIDS: A Genocidal Plot? 


All blacks know that there has been historical indifference and disregard for the 
lives of blacks and other ethnic minorities, and for evidence they point to real 
events, such as the Tuskegee experiment and sterilization endeavors. This is part 
of black collective knowledge and consciousness. Some people may not know 
the facts or the details; nevertheless, they have a gut feeling that whites place 
less value on black lives. 

When AIDS spread to the African American community, suspicion and mis- 
trust surfaced again and gained extensive attention in the media. Articles in 
popular magazines, newspapers, journals, and TV shows have raised the specter 
of genocide. The G-word has been used not only by fringe groups, but also by 
black academics, healthcare providers, and elected politicians. They have sug- 
gested that AIDS is yet another tool for population control. The assumption is 
that whites are so hostile towards blacks that nothing is unthinkable. To put it 
bluntly, conspiracy theories claim that AIDS is a white plot with medical support 
and backing, to wipe out the black race. When the Southern Christian Leader- 
ship Conference interviewed blacks, they found that 35% of those interviewed 
believe that AIDS is a form of genocide, 34% believe that the AIDS virus is man- 
made, developed in government labs for the explicit purpose of killing off un- 
desirable people, and 44% believe that the government is not telling the truth 
about AIDS. Others believe that African Americans are being used as guinea 
pigs to test a new form of biological and racial warfare. A sizable percentage 
of African Americans can imagine that the white power structure deliberately 
infected blacks with AIDS.*! 
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The “Violence Initiative’: A Gene for Aggression and Young Black Males 


The most recent event that has spurred mistrust and suspicion is proposed vio- 
lence research. Violence research is couched in the larger context of genetic 
research that seeks a connection between genes and human behavior. Behavioral 
geneticists believe that genetic research can explain and eliminate society’s prob- 
lems, including violence and aggression, drug abuse, alcoholism, mental illness, 
homosexuality, and childhood hyperactivity.” 

Specifically, two incidents contributed to arouse suspicion on the motives of 
violence research: a conference on violence, sponsored by NIH, and a “Violence 
Initiative,” backed by the Department of Health and Human Services. In 1992, 
NIH planned to sponsor a conference entitled “Genetic Factors in Crime: Find- 
ings, Uses and Implications.” Bernadine Healy, former NIH director, withdrew 
funding, however, when African American academics and politicians criticized 
the conference, claiming that merely holding the conference would lend credence 
to unproved theories on the relationship between genes and violence, thereby 
legitimizing beliefs that black males are genetically prone to violence. 

In addition to the aborted conference, former Health and Human Services 
Secretary Louis Sullivan proposed a Violence Initiative, which would bring 
together several federal agencies doing research on violence—CDC; Alcohol, 
Drug Abuse, and Mental Health Administration (ADAMHA); Health Research 
Services; and the Office of Minority Health. The initiative was made public by 
Frederick Goodwin, then director of ADAMHA. When Goodwin compared inner 
cities to jungles, the implication to the African American community was that 
inner city youth are like violent male monkeys. Such racially insensitive com- 
ments threw suspicion on the purposes of the Violence Initiative even before it 
got under way. Critics feared that genetic information could be used to support 
racist policies. Some African American academics and politicians suspected that 
the real goal of the Violence Initiative was to identify potentially violent black 
children and send them to psychiatrists for treatment with drugs like prozac and 
ritalin. Critics were also concerned that the research could lead to government 
attempts to label or chemically control young black children considered at risk for 
violent behavior.** Indeed, the National Research Council recommended “a call 
for systematic searches for medications that reduce violent behavior without the 
debilitating side effects of chemical restraint.” Because of public outcry and its 
racial implications, the Violence Initiative, like the conference, was abandoned. 
However, an NIH appeals board recently ruled that spurious reasoning had been - 
used to withhold support for the conference, and an official reported that most 
of the 284 clinical studies of violence and aggression now in progress are ethically 
acceptable. Plans for the conference on violence have been resurrected, and there 
are indications for an “expansion of NIH’s portfolio of research on violence.” * 

John Horgan and others have pointed out that gene-behavior associations are 
either spurious or have been disclaimed or quietly retracted, but other scientists 
continue to search for an aggression gene. The 18 June 1993 issue of Science reported 
that geneticists have come up with evidence for the existence of a possible aggres- 
sion gene that predisposes its bearers to aggressive behavior.*° The fact that the 
gene — if further research corroborates its existence — occurs on the X chromosome 
means that only the males (since males only have one X chromosome) would 
express symptoms of aggression, a convenient explanation for young black male 
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violence. Many fear that if such a gene exists or is believed to exist, we might 
see a replay of the XYY chromosome scenarios of the late 1960s, when young 
black juvenile offenders and young black children enrolled in free medical pro- 
grams were screened for the extra Y chromosome under the erroneous belief that 
an extra Y chromosome predisposed males toward violence. 


Does a Conspiracy Theory Make Sense? 


In addition to wariness resulting from government-sponsored medical experimen- 
tation, screening, and sterilization measures, other circumstances are also sources 
of suspicion. It is well known that wide disparities in health status exist between 
African Americans and whites: infant mortality is twice that for whites, as is dia- 
betes;°”°" between 1985 and 1992, tuberculosis in blacks increased by 26.8%;°? 
African Americans have the highest overall cancer incidence of any population 
group in the USA;* HIV disease is the leading cause of death of black men and 
women in some cities;*! and cardiovascular disease is disproportionately high 
for blacks. According to one report, 80,000 excess African American deaths 
occurred in 1988, and these excess deaths were due to AIDS, homicide, stroke, 
cirrhosis, and diabetes.* 

Although African Americans suffer disproportionately from all these chronic 
diseases, they do not receive equal access to services and resources, thereby 
strengthening suspicion of the healthcare system. Three recent studies suggest 
that race indeed plays a part in allocation of resources. Jose Escarce and his 
colleagues — in a study involving over one million elders — found that white elders 
were more likely than black elders to receive medical procedures and diagnostics 
tests. Elderly whites also had an edge in access to higher technology or newer 
services, and white Medicare/Medicaid patients were more likely to receive these 
services than were black Medicare/Medicaid patients. Whites were more likely 
than blacks to receive services to manage heart disease; white elderly patients 
received more than three times as many coronary bypasses than did black elderly 
patients; and rural whites were 20 times more likely to receive coronary angio- 
plasty than were rural African Americans.“ In a second study of black and white 
veterans, researchers also found that even in the absence of financial incentives — 
at VA hospitals, physicians are salaried employees — white veterans were still more 
likely than black veterans to undergo invasive cardiac procedures.* Gaston and 
his co-authors, in commenting on a study sponsored by the Department of Health 
and Human Services, asserted that “organ allocation policy plays a role in per- 
petuating disparate racial access to cadaveric kidneys and, therefore, to trans- 
plantation.” “ Blacks have a higher incidence of chronic kidney failure relative 
to whites, but they are less likely to receive a kidney transplant, and then must 
wait almost twice as long as white Americans. Federal policies mandate that cadav- 
eric kidneys be allocated according to a system based on quality of antigenic match- 
ing rather than on a first-come, first-served basis. Gaston and colleagues argued 
that HLA-based allocation disadvantages African Americans because blacks have 
less HLA antigen specificity than do whites and thus concluded that alloca- 
tion based on antigen matching promotes racial disparity in access to renal 
transplantation. 

African American belief —and the crass reality —that they do not get the same 
treatment as whites might explain different attitudes about euthanasia and with- 
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holding or withdrawing treatment. One study found that African Americans were 
less likely than whites to agree with euthanasia or to want a doctor’s assistance 
to die under any circumstances, were more likely to want aggressive interven- 
tion for every treatment modality, and were less willing to have life-prolonging 
treatments withheld or withdrawn.” 

Poor social conditions also contribute to the conviction that this country does 
not care about the health, economic, and social well-being of its ethnic minori- 
ties. Poor education, abominable housing, lack of employment opportunities, 
and large numbers of children living in poverty are factors that contribute to the 
poor health status, reconfirm suspicions, and promote a cynicism regarding 
the beneficence of government social and health policies. Social inequality has 
a profound impact on the health status and access of a group of people. The 
mortality rate for poor and poorly educated people is higher than for wealthier 
or better educated people.* 

When taken together, these current and historical occurrences help to explain 
African American mistrust of the medical profession. If one is so inclined to believe 
in a theory of genocide, then there is evidence that seems to support such a theory. 
Consider this 10-point plan that provides guidance for eliminating destructive 
elements in our society. 


1) Limit adequate access to health, education, and jobs for certain groups. 

2) Get the young (black) people hooked on drugs. 

3) Do not provide adequate drug rehabilitation programs. 

4) Make it easy for the young black men to obtain handguns. They can kill 
each other off. 

5) In the meantime, develop a virus capable of widespread devastation and 
death. 

6) Try it out on gay men first. 

7) Distribute the virus to all undesirables: especially poor African American 
and Hispanic men and women. And the druggies. But do not forget their 
children. Otherwise the government will be obliged to care for them. 

8) Do nothing unless the virus spreads to the general population. 

9) Provide clean needles to encourage drug use in the community; infect some 
of the needles with the AIDS virus—just for insurance. 

10) Provide funding for genetic research on violence with an aim to controlling 
young black males. 


This, of course, is an odd mixture of myth and fact. Its purpose is just to 
show how the pieces fit together with an internal logic to form what appears 
to be a coherent theory if one believes in a genocidal plot to wipe out or weaken 
the black population. For example, one of the reasons the New York needle 
exchange program failed was because the African American community “expressed 
[its] concern that the government appeared to sanction IV drug use. The distri- 
bution of clean needles and syringes seemed a cynical, cheap solution to a drug 
problem that had brought not only AIDS but also crime, social breakdown, and 
other illnesses.” 4? Many blacks see treatment, rehabilitation, and decent jobs and 
housing as the solution to the drugs/AIDS problem; needle exchange and bleach, 
they fear, encourage drug abuse and the demise of the black community. 
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How the Suspicion Harms the African American Community 


African American fears of medical experimentation are based on both fact and 
fantasy. Suspicion of healthcare policies is justified and, as stated before, has 
no doubt been an important factor in black survival. It might be important to 
maintain a certain amount of mistrust, given the history of intended and un- 
intended abuses inflicted by public health. With such great disparities in health 
status, however, suspicion must be placed on a back burner and priority given 
to reducing and eliminating differences in health status. 

Though understandable, the mistrust and suspicion of the medical profession 
do not serve the black community and indeed can conceivably harm it in a num- 
ber of ways. Although suspicion itself cannot explain the disparities in status, 
it might indirectly have a negative effect on health. For example, it might color 
the doctor-patient relationship, undermining the effectiveness of prevention, inter- 
vention, and therapy. Practitioners’ understanding of and respect for ethnic and 
cultural beliefs and attitudes is a low-cost remedy and can go a long way to improv- 
ing the doctor-patient relationship. Research has shown that minority patients 
are less likely than whites to receive adequate time in primary care settings.°’ 
Caretakers can make a commitment to eliminate even subtle racial bias from clin- 
ical settings and decision making.*! 

Public health officials and researchers bemoan the underrepresentation of blacks 
in clinical trials for new drugs, particularly for AIDS.°*°* Suspicion plays an 
important role in the lack of African American participation because blacks are 
afraid that they will be used as guinea pigs. This lack of representation is un- 
fortunate because some research has shown that African Americans (and other 
ethnic groups) and whites sometimes respond to the same drug differently. Exclu- 
sion of African Americans from research participation means that findings may 
not be applicable to them and that they will not have access to new and perhaps 
beneficial therapies. Medical researchers and policy makers can also do much 
towards quelling the suspicion regarding experimentation. Effective education 
that is culturally sensitive, jargon free, and strictly honest about the benefits and 
burdens of experimentation will foster respect for the researcher and real informed 
consent for the subject of the experiment. Knowledge and acknowledgment of 
past abuses regarding experimentation might give rise to professional humility 
as well as to empathy and compassion for the health plight of poor African Amer- 
icans, which in turn could increase trust of researchers. 

The mapping of the human genome will radically enhance our ability to screen 
for genetically transmitted diseases with the future possibility of curing them 
through gene therapy. African Americans may be wary about the new genetic 
technologies, believing that they are yet another tool for discrimination and con- 
trol based on race and class. Increases in genetic knowledge offer benefits to 
African Americans and other ethnic groups. For example, African Americans 
have disproportionately high rates of cancers, AIDS, and other diseases. Cancer 
and AIDS have been marked for gene-based therapeutic intervention, and bone 
marrow transplants and gene therapy are treatment strategies that offer hope to 
those suffering from sickle cell disease. Although African Americans theoreti- 
cally can benefit from advances in genetic knowledge, policies that assure volun- 
teerism, confidentiality, and protection for vulnerable people must be established 
and implemented. Equal and fair access to genetic services, including counseling 
and family planning, and follow-up services are requirements for ethical genetics 
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policy.°°°° Geneticists can contribute to a reduction in suspicion by being beyond 
reproach concerning their motivation for seeking genetic explanations for social ills. 

Perhaps the greatest suspicion is of public health officials and policy makers; 
much current African American suspicion is based on past unethical public health 
efforts in medical experimentation, genetic screening, and family planning, which 
were sanctioned by public agencies and policies. Yet public health policies can 
probably do the most towards reducing health disparities and eliminating suspi- 
cion. The public health approach has been successfully applied “to many causes 
of premature death and preventable physical illness including lung cancer, coro- 
nary heart disease, and more recently motor vehicle crashes.” Lately, it has been 
put forth as a viable method for violence prevention.’ Turning its considerable 
resources to a commitment to reduce health disparities among ethnic minorities 
is also a public health goal. To support this goal, CDC and ATSDR (Agency 
for Toxic Substances Disease Registry) convened a workshop to address the role 
of race and ethnicity in public health surveillance.°’ Both these approaches are 
laudable, but the solution requires “walk, not talk!” 


Conclusion 


I have tried to show that suspicion and mistrust play heavily in African American 
communities. Historical and contemporary events pave the way for current sus- 
picions. Although the conclusions may be wrong, the suspicions are not ground- 
less. Even though public health programs may have a beneficent intent, they may 
be seen as attempts to destroy African American communities. Efforts to curb 
the spread of AIDS through birth control or needle exchange or endeavors to 
control inner city violence through gene therapy will be looked upon as technical 
fixes that evade some of the more obvious lines of attack, such as addressing 
and eliminating social and economic inequalities by improving employment and 
educational opportunities, reducing the incidence of poverty, and providing decent 
housing, food, and safe working conditions. Genetic explanations may have some 
validity, but genetic investigations must not be a substitute for sound medical, 
social, and economic approaches. 

Public health initiatives to eliminate disparities through research, experimen- 
tation, genetic screening, and other technical means will come to naught unless 
health professionals and researchers take into account African American past expe- 
riences in the U.S. healthcare system and understand the degree to which these 
historical and current policies and experiences affect healthcare access and sta- 
tus. Increasing access to healthcare resources, providing universal and compre- 
hensive healthcare regardless of ability to pay, and addressing social and economic 
inequalities will not totally eliminate health disparities, but these measures will 
go a long way toward reducing them and convincing African Americans that 
practitioners and policy makers are concerned with a just healthcare system for 
all of its citizens. With the reduction of health disparities will naturally come a 
reduction in suspicion of healthcare practices and policies. 
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